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Reflecting on the research encounter for people in the early stages of dementia: 
lessons from an embedded qualitative study 
 
Abstract 
 
Gathering meaningful data from people with dementia presents challenges to researchers 
involved in both qualitative and quantitative studies. Careful planning and implementation 
are required, including skilful and sympathetic management by the researcher who must pay 
attention to the cognitive challenges experienced by the person with dementia. These 
challenges are particularly evident when conducting structured interviews using standardised 
measures. This paper presents the findings of an embedded qualitative study undertaken 
within a pragmatic RCT. The novel method involves nesting a qualitative analysis within a 
quantitative study by recording incidental conversation during structured interviews, requiring 
no additional data collection. The method shone a light on the formal interview process itself, 
something rarely revealed outside the interview setting. It provided a unique insight into the 
challenges posed by research participation for people in early-stage dementia. Analysis 
revealed three main themes relating to dementia as a condition and to the research 
design.  First, people with dementia contributed very few conversational comments during 
the structured interviews. Second, the context of the interview, that is: managing the 
conversational interchange, responding to direct and often sensitive questions and making 
decisions about day-to day-feelings and experiences was difficult for participants to manage. 
Third, people in early stage dementia struggled with the content of the structured interviews 
due to their linguistic and cognitive demands. The findings raise questions about how people 
with dementia are included in research and the methods employed to gather accurate data 
with minimal inconvenience and stress for research participants. 
 
Introduction 
 
Policy and practice has increasingly recognised the need both to understand the 
experiences of people with dementia and also ensure that they are involved in decision 
making about their own care (Digby, Lee & Williams, 2016; Hubbard, Downs & Tester, 2003; 
McKeown, 2017; Murphy et al., 2015). The voices and presence of people with dementia 
within research has frequently been marginalised (Hubbard et al., 2003; Hampson & Morris 
2018; Taylor et al., 2012; Hellstrom et al., 2007; Lepore, Shuman, & Weiner 2017). However, 
there is now an expectation by the research community that studies relating to the condition 
will, where possible, directly involve people with dementia rather than relying on proxies 
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speaking on their behalf (Keady et al., 2017). At the same time, it is acknowledged by 
researchers such as Keady that gathering data requires careful planning and 
implementation. Study design needs to be attentive to the cognitive challenges experienced 
by the person with dementia and the research process requires skilful and sympathetic 
management by the researcher interacting with the person with dementia and their family 
(Beadle-Brown et al., 2012; Digby, Lee & Williams, 2016).  
 
Research methods that are routinely used and validated for other populations, can pose 
difficulties for people with dementia (Phillipson & Hammond, 2018). Qualitative research 
literature highlights three salient issues that need to be considered in undertaking research 
with people with dementia and which may have equal importance in the design and delivery 
of quantitative studies. First, if we are to hear the voice of the person with dementia clearly 
and accurately, innovative methods may need to be employed. Potentially, these can enable 
the accounts of individuals with limited communication and declining cognitive skills to be 
heard (Novek & Wilkinson, 2017; Rivett, 2017). Qualitative researchers have drawn attention 
to the language used during data collection, pointing to the cognitive demands of questions 
as well as a tendency to focus on deficits on which people may be reluctant or unable to 
comment (Novek & Wilkinson, 2017).  Second, where structured interviews are used to 
collect data, the context may need to be adjusted to include family members or carers. 
Separating the person with dementia from their carer during a structured interview can be 
impractical, for instance if interviewing takes place within the carer’s home (Morris, 2001). 
However, going on to include carers in research interview changes the dynamics to a three 
way interaction, altering the rules of engagement and presenting new challenges for the 
researcher and indeed the person with dementia, who may find a more complex 
conversational interchange difficult. Third, the researcher needs to be aware of the potential 
burden of research participation for the person with dementia. The content of research 
interviews, often using standardised measures, raises challenges in terms of complexity and 
length of questions and topics that deal with sensitive issues relating to health, wellbeing and 
social interaction. The ethical imperative to minimise the participant burden (Lingler et al, 
2015) can create a tension when set against the obligation for researchers to maximise 
participation. Currently, there is limited evidence regarding the experience of people with 
dementia and their carers involved in quantitative studies (Taylor et al., 2012). However, one 
example, related to an RCT of immunotherapy (Solomon et al 2012), highlights a range of 
difficulties in encouraging full involvement of people with dementia and their carers. 
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This paper considers the experience of people with dementia taking part in a pragmatic 
randomised control trial (RCT) investigating the effectiveness and cost-effectiveness of 
providing a range of memory aids, training and support to people with mild to moderate 
dementia and their carers at home (Chester et al., 2018). The trial forms part of a wider 
research program, Effective Home Support in Dementia Care: Components, Impacts and Costs 
of Tertiary Prevention, comprising nine interrelated projects funded through a National Institute 
for Health Research (NIHR) Program Grant for Applied Research.  The current study used a 
novel embedded qualitative research design explicitly situated within a trial. The research 
aim was to extend our understanding of the experience of living with dementia, with a 
specific interest in changes in memory and mood, without increasing the burden on research 
participants. This entailed collecting naturally occurring qualitative data unobtrusively that 
had the potential to provide contextualised insights into interview topics and processes. The 
method afforded the opportunity to consider people’s contributions during structured 
research interviews employing standardised measures, by analysing the interview process 
itself qualitatively, and observing both verbal comments and patterns of interchange between 
the person with dementia, their carer and interviewer. The method had been successfully 
employed with carers of people in later stage dementia, revealing rich data on lived 
experiences (Abendstern et al., 2018). 
 
Method  
 
The embedded qualitative study aimed to collect contextual and conversational data from 
participants during structured interviews for the main study. Evidence about participants’ 
experiences and use of memory aids in combating memory loss was secured during audio 
recordings of their baseline interview.   
 
Participants and recruitment  
 
Participants for the RCT were recruited by researchers from NHS Trusts in England 
according to the inclusion criteria outlined in Box 1. Identification of mild to moderate (early-
stage) dementia was based on assessment by their responsible clinician.  The sample 
included people with a range of cognitive deficits/abilities. To be included in the main study, 
the person with dementia was required to have an identified carer, defined as the primary 
person who took responsibility for, and supported, them. This was broadly defined and could 
be a family member, a close friend or a neighbour. They did not need to live with their carer 
to take part in the study.  
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Box 1: Inclusion criteria for RCT  
1. Aged 50 years or more 
2. Identified carer 
3. Mild-moderate dementia identified by clinicians 
4. Receiving support from memory clinic 
5. Within one year of first attendance at clinic 
6. Physically and clinically able to participate in a memory intervention 
programme 
7. Live in their own home or share a home with a relative 
 
Clinical staff within NHS Trusts introduced the study to participants and provided them with 
participant information sheets. They were given up to a week to decide whether or not they 
wished to take part in the RCT following receipt of the study information. At the baseline 
interview the study was explained again and formal informed consent was obtained using 
participant and carer consent forms.  Interviewers were asked to judge whether the person 
with dementia had the capacity to provide informed consent to take part in the research. 
Where it was judged that they did not have such capacity the carer was asked to act as a 
consultee as defined within the Mental Capacity Act (2005). Participants were free to 
withdraw at any time without giving a reason.  
 
In one participating Trust, a sub-group of those participating in the RCT were invited to have 
their interview audio-recorded as part of the embedded qualitative study so that their audio-
recorded interviews could be analysed in detail. This sub-group was selected by asking all 
participants within a specified timeframe (January to August 2018) if they were willing to 
have their interview audio-recorded.  There were no changes or adaptations to the interview 
for those that were audio recorded and interviewers were instructed to conduct these 
interviews in the same way as all others. This meant that every question on the interview 
schedule was asked of every participant. Techniques typically used in semi-structured 
qualitative interviews to actively elicit or clarify interviewees’ meanings of experiences were 
not used as this was outside the remit of the structured interview method required by the 
RCT. Interviewing was approached in an objective manner, accepting that there will always 
be an element of variation in social research involving people. The interview schedule is 
available as a supplementary document and reports the sequence of measures used. 
Research interviewers received online training about administering the standardised 
measures in a consistent and objective manner. 
 
 
Data collection  
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The structured interviews contained a range of standardised measures administered by 
interviewers in participating NHS Trusts. These included measures such as the 
Standardised Mini-Mental State Examination (S-MMSE), Quality of Life measures and 
receipt of health and social care services (Box 2). Interviews were conducted face-to-face 
with the person with early-stage dementia and their carer. There were two interview 
schedules, one for the person with dementia and one for their carer. Respondents were 
given the flexibility to be interviewed either together or separately. People with dementia and 
their carers often expressed a preference for being interviewed together. Therefore, carers 
were often present during the interviews with people with dementia and any contribution they 
made necessarily formed part of the now three-way contextualising conversation analysed in 
the embedded qualitative study.  
 
Box 2: Measures completed by people with early stage dementia during structured 
interview for RCT 
Cognition  
 The Standardised Mini-Mental State Examination (S-MMSE) measuring severity of cognitive 
symptoms of dementia1 (a)  
Quality of life (three measures)  
 Investigating Choice Experiments for the Preferences of Older People CAPability measure for 
Older people (ICECAP-O) measures quality of life in older people across five domains 3 (a)  
 The Control, Autonomy, Self-realisation and Pleasure 19-item measure (CASP-19), measures 
quality of life in older people across another four domains 4   
 The Dementia Quality of Life scale (DEMQOL) measures five domains of quality of life in 
dementia and has good validity and reliability. Completed by the person with dementia or the 
carer completes a proxy version  
Health-related quality of life  
 EQ-5D-5L provides a simple descriptive profile that generates a single utility value for health 
status to assess quality of life10  
Social network (two measures)  
 The Lubben Social Network Scale - Revised (LSNS-R) - designed to measure social isolation 
in older adults through perceived support from family and friends5   
 The Practitioner Assessment of Network Type (PANT) allocates participants to one of five 
types of network reflecting their contact with family, friends and neighbours6 
Resource use (two measures)  
 The Client Service Receipt Inventory (CSRI) used extensively in studies of mental health and 
dementia to record details of formal services received7  
 The Resource Utilisation in Dementia questionnaire (RUD). Estimates volume, duration and 
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cost of support from formal and informal carers8 
Other data collected  
 Socio-demographic information and study specific measures including comorbidities in the 
person with dementia, current use of memory aids and current medication   
(a) Completed by person with dementia (b) completed by person with dementia or carer  
1 Molloy and Standish (1997) 2 Hughes et al (1982)  3  Coast et al (2008) 4 Hyde et al (2003) Netuveli et 
al (2006)  5 Lubben et al 2003 6 Wenger (1991), 7Wenger and Tucker (2002)  8 Beecham and Knapp 
(1992)   
 
Data analysis 
 
The analysis focused on both the additional comments that people with dementia made and 
on the interaction between the interviewer, carer and person with dementia. Interviews were 
transcribed verbatim and analysis of the data was managed using ATLASTi software. Two 
researchers conducted a thematic analysis using the six phase process of identifying themes 
and relationships across the data set (Braun et al., 2014). Initially the data was explored 
independently through a process of immersion in the entire data, followed by developing 
codes and searching for themes. Coding was inductive, using a process of systematically 
exploring participants’ responses during the structured interview in order to identify 
meaningful themes. The researchers then developed a consensus for the codes and 
themes, together with a research advisory group. The themes were reviewed, checked and 
recoded where necessary, to ensure that the interpretation and final key concepts reflected 
the evidence accurately. The transcripts consisted of lengthy passages of questions followed 
by short responses with occasional detailed reflections from participants. The analysis 
involved a process of constant comparison across the whole interview to capture 
perspectives generated throughout the research encounter. As the analysis progressed, it 
became clear that there was not a consistent relationship between particular questions and 
measures and the type of comments that were generated. Therefore, the analysis moved 
beyond responses to particular questions and instead synthesised perspectives expressed 
throughout the interview into main themes and subthemes.   
 
Findings 
 
Fourteen dyads of people with dementia and their carers took part in the embedded 
qualitative study (Table 1), providing a total of twenty-eight participants. Interviews lasted an 
average of 1hour 30 minutes (between 1h05m-2h20m). Participants consisted of twelve 
spouse couples (eleven lived together) and two mother and daughter pairs (one of whom 
lived together). Eight people with dementia were female and six were male. The age range 
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of participants was 58 years to 91 years (Table 1). S-MMSE scores revealed that the 
majority of the sample could be classified as people with mild dementia using this measure 
(scores of 20-24). There were also two with scores lower than 20 and three with scores 
higher than 24.  
 
As the analysis progressed it emerged that the themes related less to participants’ 
comments about their lived experience, in contrast to a previous study with carers 
(Abendstern et al., 2018). Participants provided relatively few additional comments about 
living with dementia. However, by reflecting on this in context it revealed a powerful 
commentary on the nature of involving individuals in research using standardised research 
measures, potentially identifying important issues for future research. The analysis yielded 
evidence of the challenges of participating in structured research interviews, both in the 
comments that participants made and in their reactions during the interviews. 
 
TABLE 1 PLACED HERE 
 
 
Analysis of the interviews revealed three main themes relating to the experience of the 
person with dementia, particularly as a research participant (Table 2). First, people with 
dementia contributed very few conversational comments during the structured interviews. 
Second, the context of the interview and third, its content were often, with some exceptions, 
seen to pose difficulties for participants to negotiate. These themes related to the features 
dementia as a condition and the nature of the research design and delivery. Findings are 
discussed below using illustrative quotations from the interviews. The participants are noted 
as ‘I’ for interviewer, ‘P’ for participant and ‘C’ for carer. Any names are indicated by initials in 
the quotations.  
 
TABLE 2 PLACED HERE 
 
Limited conversational comments from people with dementia  
 
Interview participants focused on answering formal questions with few additional comments 
to explain or qualify their answers. For instance, there are just five occasions over a long 
interview where Participant 10 adds anything to her answers. One such example is where 
she responds to a question about whether she has felt distressed in the past week, to which 
she replied:  ‘Everybody’s a bit distressed sometimes’. The interviewer then asked if this 
distress was related to her memory to which she says: ‘When [I] don’t do things right, you 
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know, make a mess of it’. The interview then moves on. Occasional dialogues were found in 
other interviews where people with dementia expressed something of how they perceived 
themselves or thought they were seen by others, providing glimpses into the deeper 
experiences of living with dementia. For example, in a good natured rather than 
confrontational conversational exchange about the ‘correct’ answer to a question, Participant 
9 declares to his partner that, ‘What you think and what I think is different. You’re at work all 
day, E.’ Another example is more explicit about the difficulties encountered, ‘I try and start to 
tell people something and then I get myself all in a muddle…with the words’ (P11), directly 
expressing her frustration. Brief comments by some participants suggested that they were 
aware that they did not have the same position in the family as in the past. Participant 9, for 
example, states that his children no longer come to him for advice:  ‘They know now my 
state and…they won’t be asking me for advice…’. Participant 6 expressed a similar view, but 
in this case he was contradicted by his wife who reassured him that he remained the person 
his children sought advice from:  
 
I: If one of your relatives has an important decision to make how often would they 
talk to you about it? 
P6: Um, they tend to, er, talk to, um, P. 
C6: No they don’t.  No, we do the gabbing. You do the talking, the proper talking.  It's 
different.  No, they…they all talk.  If they’ve got anything they all talk to you, and, 
er, tea and talk too much. 
P6: [Laughs]. 
I:  So, really always they would…they would involve you in…important… 
P6: Yeah 
 
Interview questions occasionally triggered brief narratives by participants highlighting 
aspects of their lives, such as a past occupation or interest, although no consistent pattern 
was found to suggest specific questions were more or less likely to elicit such responses. 
These comments were frequently repeated, suggesting a desire to communicate something 
of themselves, their relationships, and their identity, as illustrated by Participant 14: 
 
I:  How often do you see any of your children or relatives to speak to?   
P14:Oh, well, K every, er, I don’t know twice a month.  She…K is, er…I…I used to be 
… I used to be a runner…a marathon runner. Twenty marathons. I’m a…skier. 
I’m a mountaineer.  We’ve…climbed in the Alps. 
I:  Right, I bet you miss all of that. 
 10 
 
P14: And I miss all that because I’m…I’m getting a little bit old. So K comes here and 
then off we go running in the forest….And I’m very, very slow. But I do it. With K 
 
Such narratives could also be seen to provide a means of demonstrating emotions, in linking 
these to tangible experiences. For example: 
 
I: What about depression? 
P3: Not……no not really 
C3: Get fed up sometimes, don’t you.  But…no not really 
P3: No…I mean, all my life I’ve had dogs, er, taken them for walks.  I’ve…I enjoy 
gardening… 
I: Yes. Yeah. 
C3:  Yeah, we miss the dogs 
P3: ….er, that kind of thing. 
 
Such glimpses of participants’ lived experience tended to be singular individual expressions 
rather than examples of themes evident across participants. They referred to frustration over 
memory lapses, as seen above, to their perceived changing roles and status, and to anger at 
losing their independence. In essence, the structured interviews offered people with 
dementia little scope to embellish their responses. Some of the reasons for this are explored 
below.  
 
Impact of interview context on responses by people with dementia 
 
Carers were present and were involved to a greater or lesser extent in all of the interviews 
with people with dementia. The presence of an additional participant, often necessary for 
practical reasons but without a formal role in the interview, at times contributed to confused 
conversational interchanges. Carers varied in how frequently they intervened, some opted to 
remain largely silent, some to gently prompt. Others sought to encourage and support the 
person with dementia to respond accurately to the questions posed by the interviewer. 
However, there were also examples where the carer took a different, even more prominent 
role in the interview, typified by correcting or contradicting the participant: 
 
I: have you felt full of energy in the last week? A lot, quite a bit, a little or not at 
all. 
P13: Quite a bit 
I: Quite a bit 
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C13: Oh, rubbish. Excuse me, that is….a lie 
P13:  Not as good as it used to be [laugh]  
 
Sometimes in such cases, the interviewer would then try to ask the question again, 
prompting the person with dementia to give the same response as the carer. The effect was 
to modify or diminish the answers given by the person with dementia, as illustrated by 
Participant 8: 
 
P8: I'm not worried about being muddled, am I?...You think I do worry about 
things like that? 
C8: You’ve got to answer the question, not me. 
P8: I can tell by your face 
I: Aw. What… do you think you feel….it doesn’t worry you? 
P8: Well I suppose it does slightly but I mean I’m not…I don’t know really 
 
Whilst in this example, the carer’s intervention could be seen as facilitating the person with 
dementia to reflect on their initial response and therefore articulate their feelings more 
accurately, there were other examples where the interviewer was left with little choice but to 
accept the more dominant voice of the carer: 
 
I: Do you feel satisfied with the way your life has turned out? 
P7: Yes 
C7: Well, yes and no, because you’re comment every day is you wish you’d have 
gone…died at the same time as dad. 
P7: Oh, I’m only talking like that. 
C7: Yes, I know, but that’s what you’re thinking … Basically you wish you’d died 
with dad, is that the truth? 
P7: I’m not thinking that a lot, a lot, but… 
C7: No, but you do. 
I: But you do…when you’re feeling at your lowest ebb, that’s how you feel. 
P7: That he’s not here. 
C7: Or why didn’t I go first? 
I: Yeah, yeah and I would say that is depression and low mood, more than just 
being fed up. 
P7: Mm, mm. 
 
Impact of interview content on responses by people with dementia 
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The findings also indicated that some participants felt anxious during the interview for 
reasons of content rather than context. This was indicated in several ways including 
misunderstanding questions and showing uncertainty about how to reply, giving answers 
that they seemed to think the interviewer wanted, conveying feeling pressured to say the 
right thing, and forgetting things during the memory ‘test’, that they later remembered at the 
end of the interview, sometimes an hour later.  Some participants expressed distress at the 
prospect of the interview itself, commenting that they were unsure about what to expect: 
 
I: So in the last week, have you been worried about how you're feeling 
or…? 
P1: I've been worried about this. 
I: About coming? 
P1: Yeah [laughs] 
I:  So would you say it was a little, quite a bit? 
P1:  A little 
I:    A little 
P1:  Because I didn’t know what to expect [laugh] 
 
There were examples of participants expressing confusion when questioned, evident 
explicitly or indicated through their uncertainty as they answered. On occasions the 
interviewer apologised for the difficulty of the questions and attempted to explain why 
questions were repeated, ‘what they’ve actually done, I think, is they’re all evidence based 
but they’re taken from different things. So some of them…. are a little repetitive’. On other 
occasions the dialogue became very confused with interviewer, participants and carers 
talking over each other, attempting to clarify and reinterpret what was being asked. In the 
following example, the confusion was compounded by a second interviewer (I2) who was 
shadowing the main interviewer: 
 
I: How often do you see or hear from the relative with whom you have the most 
contact? Who would you say that you have the most contact with? Is it one of 
your sons that… lives…The closest one, is it? 
C2: The closest son, yeah 
P2: Yeah. 
I: How often do you see him, about once a week? 
C2:  Probably once a week… 
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P2: Yeah 
C2: …..or maybe twice a week 
P2: I do speak to my sister 
C2: Once or twice a week 
P2: Yeah. 
I2: So that would be a few times a week then because it's…yeah. Yeah we 
recognise 
P2: Who makes these up? 
I: I don’t know some researchers. 
 
Many of the examples above illustrate how all three individuals in the interview are dealing 
with sensitive issues that could be distressing for the person with dementia and carer and 
difficult for the interviewer to manage. The interchange presented below, illustrates how the 
standardised questions are very direct in probing potentially emotionally difficult aspects of 
life, particularly in the context of older age and deteriorating cognition. In this example, the 
person with dementia shows initial resourcefulness in justifying his answer to the question 
about whether life is full of opportunities but appears to later capitulate when asked whether 
the future looks good to him:  
 
I: Do you feel satisfied with the way your life has turned out? 
P3: Yes, very satisfied. 
I: Yeah.  Um, do you feel that life is full of opportunities? 
P3: What, for me now or for people in general? 
I: It is…it’s… like, now really.  Yeah.   
P3: Well, yes, so… 
I: So sometimes or…? 
P3: Um, sorry, for me personally? 
I: Yes.  Yeah. 
P3: Um, yes…er, most things I want to do I still can do.  I mean, um, I can still 
garden and walk around…and… 
I: And what about the future?  Do you feel that the future looks good to you? 
P3: [Laugh].  I don’t know how long the future’s going to last, so [laugh]. 
I: Alright.  Yeah.   
P3:  But, er, I'm happy at the moment  
 
The presence of the carer in the interview may have been particularly problematic for both 
participant and carer, where the questions were personal, relating to the relationship 
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between the couple, such as ‘do you have all the love and friendship that you want?’ A 
number of dyads responded to this with humour, but the potential for pressure to avoid 
answering such questions accurately is evident as here: 
 
I: Getting the affection that you want, are you worried about that at all? 
P2:  Oh, well, there we are, F, there's a question. 
C2: She doesn't get any. 
I:  [laugh]. 
P2:  I get enough affection from my sons. 
I:  Ah. 
I:  [laugh]. 
P2:  And the fish in the pond, if they've not been eaten by the heron  
I:  [laugh]. 
 
Interviewers showed that they were aware of the potential strain that the structured interview 
might place on participants due to its length and the nature of the questions, using phrases 
such as ‘that’s the end of your interrogation’ (P11) or encouraging continued engagement by 
saying, ‘we’re nearly finished now’ (P7), the latter in response to Participant 7 saying ‘my 
gosh’ when shown a list of response options for a new set of questions approximately one 
hour into what turned into a 90 minute interview.  
 
Discussion 
 
Using an embedded qualitative study method as part of a pragmatic RCT generated some 
interesting findings. The aim of the embedded qualitative study was to collect contextual and 
conversational data about participants’ experiences of life in early stage dementia and their 
assessments of the role of memory aids in combating memory loss, with the intention of 
enhancing the understanding of the quantitative results. However, rather than providing a 
window on the wider lived experience of dementia, it shone a particular light on the formal 
interview process itself, something rarely conveyed or revealed outside the interview setting. 
It found that, in contrast to the extensive contextual discourse generated by carers identified 
in a previous embedded qualitative study (Abendstern et al., 2018), participants living with 
the early stages of dementia rarely added comments on their experience of living with 
dementia. Instead, the analysis of the interchanges between interviewer, carer and 
participant as they responded to questions from standardised measures, provided a unique 
insight into the specific challenges for people with mild to moderate dementia of being a 
research participant. This raises questions about the choices made regarding the means of 
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gathering data which can appropriately tap and record the experiences of this participant 
group in future research. The remainder of the discussion considers what we can learn from 
these findings in order to ensure that future research maximises the opportunity to gather a 
range of data from people with dementia without compromising quality or imposing burden 
on participants.  
 
The influence of the research interview on the responses of the person with dementia  
 
These findings suggest that structured interviews include a significant memory and linguistic 
load that those who are newly diagnosed with dementia with mild to moderate dementia may 
find difficult to negotiate. Whilst structured interviews are not intended to encourage 
participants to comment and qualify their answers, recent research with carers has revealed 
how much rich data can be generated during such interviews that can enhance the findings 
of a study (Abendstern et al., 2018, under review). In contrast, data from the embedded 
qualitative study of people with dementia reported here revealed how rarely participants 
elaborated their answers. There were few examples of participants explicitly reflecting on 
what they wanted to say or attempting to think aloud to clarify or qualify their responses. 
These findings coincide with knowledge of early stage dementia, known to be characterised 
by cognitive impairment affecting communication, such as conversational skills, word finding 
and comprehension (Woodward, 2013). Whilst it could be argued that rich qualitative data, in 
the traditional sense, is therefore unlikely to be generated from this approach, the embedded 
qualitative method provided the opportunity to review the entire interchange between 
interviewer, carer and person with dementia across the duration of a structured interview. 
The richness of this data lay in the relationship between participants and the interaction 
between the person with dementia and the standardised measures. Structured interviews 
have an important place in assessing an individual’s functioning. However, in the case of 
people with dementia, the findings of this study suggest that they may not always accurately 
reflect their experience or abilities. For instance, there are examples of carers ‘correcting’ 
answers given by people with dementia, suggesting that, at least in the eyes of the carer, 
their relative might overestimate what they could do. These findings suggest a need to 
collect qualitative data alongside the standardised measures to ensure the quality of the 
latter. 
 
There is a growing interest in using innovative methods to overcome such limitations, such 
as observation techniques (e.g. Gibson et al., 2007) and the use of talking mats to help 
people with dementia to express their views (Murphy et al., 2010). Findings from the 
embedded qualitative study also support arguments for considering alternative ways of 
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collecting essential information from people with dementia, such as proxy measures for 
factual information or using existing clinical data for MMSE scores. Such alternatives are not 
without their difficulties. Where we seek to understand people’s experience, designs could 
also draw on qualitative methods such as storytelling (Osterholm & Hyden, 2018). These 
encourage some people to narrate their experience, evident in some cases in this study.  
Alternative methods using visual adaptations of quality of life measures with people with 
severe mental health problems have been successfully trialled (Buitenweg et al., 2018) and 
may offer a more inclusive and accurate approach to assessing people with dementia in 
research studies. Examples of visual frameworks have been introduced in clinical practice to 
support decision making for people with dementia (Murphy & Oliver, 2012) which could 
stimulate the design of alternative approaches for collecting research data directly from 
individuals with dementia (Naick et al., 2018).  
 
The influence of carers and interviewers on the responses of the person with 
dementia 
 
The findings also revealed how often people with dementia deferred to their care during the 
interview. Forbat and Henderson (2003) reported that interviewing people with dementia 
together with a carer created a new set of dynamics likely to change the responses made by 
the main participant to standardised measures. In the context of the real-world research 
observed in the current embedded qualitative study, such findings were also in evidence with 
people with dementia frequently influenced by others in the interview, both carers and 
interviewers. Other studies, however, have suggested benefits of dyadic interviews which 
have the potential to enrich the data (Bjornholt & Farstad, 2014). For example, the ‘cueing 
phenomenon’ (Morgan & Kruger, 1993), often evident in spouse’s responses, may enable 
individuals to reveal more information; dyads can corroborate their joint story and potentially 
reveal more accurate detail of their experience, clarifying and modifying their accounts 
(Valentine, 1999). Examples of such features were evident in the findings from the current 
embedded qualitative study but were given little opportunity for elaboration given the closed 
nature of the questioning. Joint interviewing could improve the data collected through 
utilising interaction between individuals. However, to do this appropriately, preparation and 
training may be necessary to ensure that the perspective of the people with dementia can be 
genuinely and authentically prioritised. 
 
There were several examples in this embedded qualitative study of interviewers touching on 
sensitive issues or of encountering difficult interchanges between people with dementia and 
their carer. Previous research has highlighted the tension that exists between systematic 
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data collection and sympathetic and compassionate approaches to people participating in 
studies (Haahr et al., 2014; Orb, Eisenhauer & Wynaden, 2001). Investigating participants’ 
experience of the interview process, undertaken via the embedded qualitative research 
method in this study, highlighted three challenges relating to the study design, the 
relationship between researcher and participant, and the researcher’s interpretation of 
responses, discussed in the field of qualitative research (Ramos, 1989). These issues are 
seen here to be equally pertinent to gathering data through structured interviews in 
quantitative studies. Some standardised measures gather data on people’s experience of 
dementia (e.g. DEMQOL) and therefore may prompt sensitive disclosure by participants or 
be open to subjective interpretation by interviewers completing questionnaires, something 
more usually discussed in qualitative research. In studies such as this, where the person 
with dementia and carer are recruited and interviewed as a dyad, there is the added tension 
of negotiating the relationships between people with dementia, carers and the interviewer.  
Interviewers were seen to try to balance the need to be an objective researcher, eliciting 
accurate information from an individual who may have cognitive and communication 
difficulties, whist also maintaining a warm and supportive relationship with participants. The 
qualitative researcher is routinely urged to actively include opportunities to reflect on and 
review the research process. These findings from the embedded qualitative study suggest 
that this could also be an imperative for quantitative studies that use standardised measures. 
Considering the interactional demands, such as the number, complexity and form of 
questioning, could encourage researchers to consider alternative approaches that may 
reduce participant burden and develop ‘dementia friendly’ research that is sensitive as well 
as insightful. As this study has demonstrated, the addition of embedded qualitative research 
as part of large quantitative studies has the potential to encourage ongoing review of the 
research processes employed with people with dementia. 
 
 
Conclusion 
 
The embedded qualitative study provides an example of how generating and integrating 
qualitative and quantitative methods can highlight and provide more contextualised and 
focused understanding of research topics and the research design issues they raise. 
Attending to the interactional consequences of engaging people with dementia in research, 
including quantitative methods, enables researchers to reflect on the appropriateness of 
research design, and challenging preconceptions and assumptions about the benefits of 
specific approaches routinely used research. In exploring and extending the use of an 
innovative embedded qualitative research method, we have also generated novel findings 
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and afforded a mechanism for reflecting constructively on interactive and experiential 
aspects of the research process.  Such opportunities are not usually available in studies 
using quantitative methods. The embedded qualitative study provided critical insights into 
the merits and challenges of research methods and tools. This study bridges a notable gap 
in existing literature between using findings from qualitative studies about ways of 
appropriately engaging and recording the ‘voice’ of people with dementia and also realising 
the need to use standardised measures to provide consistency. 
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